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All Star Press, United States, 2014. Paperback. Book Condition:
New. 241 x 168 mm. Language: English . Brand New Book *****
Print on Demand *****. Rare Disease the diagnosis that no
parent ever wants to hear. This book gives a heartbreaking
expose of what life is like for families that have a member with a
rare disease, explains Carolyn Paisley-Dew, ISMRD Board
Member. It follows the journey of 13 families who have one or
more children with a rare disease called Mucolipidosis, as they
wade through the erratic diagnosis process, medical muck-ups,
endless pain, a plethora of medical appliances and home
modifications, special education, multiple hospitalizations and
surgeries, unrelenting stress and the ever-present fear of death.
The book highlights how stoic, resilient, strong and resourceful
these families are, and how heartless, or thoughtless, some
medical professionals can be. It underlines the importance of
networks to allow these isolated families to support each other
and to give them a sense of belonging. Author Denise Crompton
presents these stories in a style that is compassionate and easy
to read. Other families with a rare disease will recognize
themselves in this book. It is a must for medical professionals,
especially those who want...
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An extremely great ebook with lucid and perfect explanations. It is full of knowledge and wisdom Its been printed in an
exceedingly straightforward way in fact it is merely right a er i finished reading through this publication by which
really transformed me, alter the way i believe.
-- Spencer  Fr itsch-- Spencer  Fr itsch

A must buy book if you need to adding benefit. It is actually writter in basic phrases and never di icult to understand. I
found out this book from my dad and i advised this publication to find out.
-- Miss Ca m ila  Schuppe III--  Miss Ca m ila  Schuppe III
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